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INTRODUCTION 


Despite  general  concensus  that  breast  cancer  survivors  should  undergo  annual 
mammography,  findings  indicate  over  1  in  7  women  fail  to  receive  a  mammogram  within  2 
years  of  breast  cancer  treatment,  and  that  African  Americans  are  almost  half  as  likely  to 
participation  in  mammography  screening  as  Caucasians.  The  main  objective  of  this  study  is  to 
develop  and  pilot  a  survey  instrument  to  understand  what  influences  a  woman’s  decision  to 
receive  surveillance  care  following  treatment  with  curative  intent  for  breast  cancer  and  whether 
different  factors  are  more  or  less  important  to  different  racially  defined  population  subgroups. 
This  study  consists  of  four  parts.  First  we  are  using  information  from  the  literature  and  focus 
groups  to  identify  factors  influencing  a  breast  cancer’s  decision  to  participate  in  mammography 
screening.  Second,  to  ensure  the  cultural  and  other  appropriateness  of  the  survey  instrument 
developed,  we  have  conducted  four  focus  groups:  two  among  Caucasian  breast  cancer 
survivors  and  two  among  Black  breast  cancer  survivors.  Results  from  these  focus  groups  and 
the  literature  are  being  used  to  develop  a  mailed  survey  to  elicit  breast  cancer  survivor’s 
beliefs,  social  influences  and  preferences  regarding  mammography  screening  programs.  In  the 
third  phase,  we  will  be  pilot  testing  the  survey  instrument  using  a  random  sample  of  100 
African  American  and  Caucasian  breast  cancer  survivors.  Finally,  among  the  pilot  sample,  we 
will  describe  patient  beliefs,  social  influences,  and  preferences  for  program  attributes  regarding 
mammography  participation  and  model  the  relationship  of  these  patient-level  factors  to 
mammography  participation. 
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BODY 


Human  Subjects  Protection  Approval 

Initial  project-related  efforts  were  focused  on  obtaining  the  necessary  approvals  for  the 
use  of  human  subjects,  both  from  Henry  Ford  Health  System’s  (HFHS)  Human  Rights 
Committee,  Institutional  Review  Board  (IRB),  and  the  Human  Subjects  Research  Review 
Board  (HSRRB)  within  the  Department  of  the  Army.  Upon  contract  initiation  (i.e.,  July  2001), 
approval  was  in  place  for  the  use  of  human  subjects  from  the  HFHS’s  Human  Rights 
Committee.  Notification  of  approval  of  the  use  of  human  subjects  was  received  from  the 
Department  of  the  Army’s  HSRRB  on  February  27, 2002. 

Literature  Review 

During  the  first  project  year,  we  completed  a  comprehensive  literature  review  to 
identify  both  conceptual  models  of  health  care  utilization  and  specific  factors  previously  found 
to  be  associated  with  mammography  use.  Results  from  the  literature  review  led  to  the 
development  of  a  conceptual  model  of  mammography  use  among  breast  cancer  survivors.  This 
model,  which  is  depicted  in  Appendix  A,  draws  heavily  upon  both  the  health  behavior  and 
economic  literature1'8,  and  reflects  our  theorized  importance  of  not  only  patient  beliefs,  social 
influences,  and  physician  relationship  factors,  but  also  patient  preferences  for  different 
mammography  screening  program  attributes  such  as  the  accuracy  of  the  test,  the  privacy  of  the 
results,  or  the  pain  associated  with  testing. 

Study  Cohort  Identification 

Efforts  during  the  first  project  year  also  included  those  necessary  to  identify  the  study 
cohort.  The  target  population  of  our  research  is  women  age  40  or  older  who  have  survived 
breast  cancer  and  are  eligible  to  receive  follow-up  or  post-treatment  mammography 
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surveillance  care.  To  identify  these  women,  we  used  the  data  available  within  the  Henry  Ford 
Health  System’s  Corporate  Data  Store,  which  is  a  mainframe  data  warehouse.  Data  from  an 
electronic  cancer  registry  was  used  to  identify  women  who  were  diagnosed  with  in  situ  or 
regional  breast  cancer  between  1/1/95  through  12/31/00.  This  list  of  patients  was  limited  to 
those  over  the  age  of  40  who  received  treatment  with  curative  intent  and  was  stratified  by 
mammogram  use  in  the  first  1 8  months  following  diagnosis.  Information  regarding  treatment 
with  curative  intent  and  mammogram  use  was  obtained  from  electronic  claims  databases.  For 
each  of  the  potentially  eligible  women,  the  physician  for  whom  the  most  visits  were  incurred 
was  identified.  The  resulting  cohort  (N=2052)  is  serving  as  the  sampling  frame  for  both  the 
focus  group  and  survey  research  efforts. 

Focus  Group  Research 

A  random  sub-sample  of  eligible  cohort  members  (N=543)  was  selected  for  focus 
group  participation.  Once  this  sample  was  identified,  the  corresponding  physicians  were 
contacted  via  letter  to  obtain  permission  to  contact  their  patients.  For  those  sample  members 
for  whom  physician  permission  to  contact  was  obtained  (N=525),  letters  of  introduction  were 
mailed  to  each  potential  participant.  These  letters  were  followed  by  a  personal  telephone  call 
from  a  project  team  member,  requesting  that  the  woman  participate  in  a  focus  group.  At  the 
time  of  the  call,  each  potential  participant  was  asked  a  series  of  questions  to  ensure  she  met  the 
study  eligibility  criteria  and  to  place  her  in  one  of  four  focus  groups,  which  were  distinguished 
by  ethnicity  and  utilization  of  mammogram  following  breast  cancer  treatment  with  curative 
intent.  In  order  to  meet  our  proposed  goal  of  obtaining  six  to  eight  participants  per  group,  we 
recruited  twelve  persons  for  each  group;  the  average  attendance  rate  was  ultimately  7  persons 
per  group.  A  detailed  summary  of  our  recruitment  process  is  provided  in  Appendix  B. 
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Each  of  the  focus  groups  were  facilitated  by  experienced  leaders  from  SPEC 
Associates,  a  consulting  and  management  company.  The  facilitators  were  selected  to  ensure 
that  their  ethnicity  matched  the  focus  group  participants.  Prior  to  the  focus  group  sessions,  the 
facilitators  were  provided  written  focus  group  guidelines  and  overall  goals  of  the  discussion 
(see  Appendix  C).  For  each  session,  two  individuals  of  concordant  race  per  focus  group  served 
as  scribes.  Each  session  was  also  audiotaped.  The  focus  groups  were  carried  out  successfully, 
and  important  information  was  obtained  for  further  survey  development.  Appendix  D 
summarizes  the  focus  group  discussion  findings. 

Survey  Research 

We  are  currently  in  the  process  of  finalizing  the  mailed  survey  instrument  for 
distribution.  Using  the  conceptual  model  we  developed  and  the  information  obtained  from  the 
focus  groups,  the  mailed  survey  is  designed  to  cover  the  range  of  factors  that  may  influence  a 
breast  cancer  survivor’s  decision  to  undergo  mammography  receipt  following  treatment  with 
curative  intent.  The  survey  (see  Appendix  E)  is  therefore  designed  to  cover  five  main  types  of 
factors:  background  characteristics  (health  status  and  socio-demographics),  individual  beliefs 
regarding  disease  susceptibility  and  curability,  social  influences,  physician  relationships,  and 
preferences  for  different  screening  attributes.  We  anticipate  being  able  to  submit  the  revised 
survey  for  necessary  human  subject  protection  processes  by  August  15. 

Next  Steps 

During  the  next  project  period,  our  efforts  will  focus  on  conducting  the  survey  research. 
This  will  entail  administering  the  revised  mailed  survey  to  100  African  American  and 
Caucasian  breast  cancer  survivors  as  well  as  conducting  quantitative  analyses  to  determine 
what  factors  are  associated  with  a  woman’s  decision  to  undergo  mammograms  and  whether 
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these  factors  differ  by  race.  The  process  by  which  the  mailed  surveys  are  distributed  will  be 
similar  to  the  method  that  was  utilized  to  recruit  focus  group  participants.  Once  the 
appropriate  sample  is  identified,  the  potential  participants’  physicians  will  be  contacted  via 
letter  to  obtain  consent  to  contact  the  specific  patients  mentioned.  When  consent  is  received,  a 
packet  will  be  sent  out  to  the  potential  participant,  which  will  include  a  letter  of  introduction, 
informed  consent  form,  survey,  and  self-addressed/stamped  return  envelopes.  As  the  surveys 
are  returned,  the  information  will  be  entered  into  an  Access  database  using  scanning 
technology.  Statistical  analyses  will  be  performed  to  examine,  among  other  issues,  the  relative 
importance  of  factors  influencing  mammography  use  controlling  for  patient  socio-demographic 
factors,  attitudes  toward  risk,  treatment  received,  and  family  history  of  breast  cancer. 
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KEY  RESEARCH  ACCOMPLISHMENTS 


•  Conducted  comprehensive  literature  review  to  identify  factors  that  influence  a  breast  cancer 
survivor’s  decision  to  participate  in  mammography  screening.  This  review  included 
identification  of  specific  factors  as  well  as  conceptual  models  of  health  behavior. 

•  Developed  a  theoretical  model  of  mammography  use  upon  which  to  design  the  pilot 
survey.  This  model  encompasses  patient  beliefs,  social  influences,  physician  relationship 
factors,  and  patient  preferences  for  different  mammography  screening  program  attributes. 

•  Identified  a  cohort  of  2052  breast  cancer  survivors  who  met  the  study  eligibility  criteria. 
These  women  now  constitute  the  sampling  frame  for  both  the  focus  group  and  survey 
research  efforts. 

•  Conducted  four  focus  groups  to  identify  the  factors  breast  cancer  survivors  consider  when 
deciding  whether  or  not  to  have  a  mammogram  and  to  obtain  feedback  on  initial  survey 
instrument. 

•  Prepared  detailed  summaries  of  focus  group  discussions  and  resulting  themes. 

•  Developed  revised  mailed  survey,  which  is  now  under  final  review  by  all  study 
investigators. 
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REPORTABLE  OUTCOMES 


•  Abstract  submitted  to  the  Era  of  Hope  2002  Department  of  Defense  Breast  Cancer 
Research  Program  Meeting,  entitled,  “Understanding  Racial  Disparities  in  Mammography 
Use  among  Breast  Cancer  Survivors.”  Please  see  Appendix  F. 

•  The  conceptual  model  of  mammography  use  developed  as  part  of  this  research  effort  has 
been  adapted  for  use  to  evaluate  colorectcal  cancer  screening  decisions  among  a  general 
population.  This  conceptual  model  formed  the  basis  for  an  R21  submission  to  the  National 
Cancer  Institute  to  evaluate  colorectal  cancer  screening  participation  among  diverse 
primary  care  populations. 


CONCLUSIONS 

We  believe  our  efforts  under  this  developmental  award  have  been  quite  productive. 
These  efforts  have  resulted  in  the  formation  of  a  conceptual  model  of  mammography  use  and 
the  development  of  a  mailed  survey  to  understand  the  factors  associated  with  the  decision  to 
undergo  mammography  surveillance  among  racially  diverse  populations.  Furthermore,  our 
efforts  have  served  as  the  conceptual  basis  of  a  grand  application  to  the  National  Cancer 
Institute.  We  look  forward  to  completing  the  survey  research  portion  of  our  project  over  the 
next  few  months. 
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Appendix  A: 

Conceptual  Model  of  Mammography  Screening.  (Adapted  from  Myers  et  al.  1994) 


Background 


Age 

Sex 

Race/Ethnicity 

SES 

Family  History 
Health  Status 


Individual  Beliefs: 


Susceptibility 
Preventability 
Curability 
Health  Protection 
Screening  Efficacy 

Social  Influences: 


Friends’  Recommendations 
Family  Recommendations 
Desire  to  please  Friends 
Desire  to  please  Family 

Physician  Relationship 
MD  Recommendation 
Relationship  with  MD 
MD  Trust 

Mammography  Discussed 


Preferences  for  CRC  Screening 
Program  Attributes 

Reduction  in  BC  Mortality  Risk 

Frequency  of  Testing 

Risk  of  unnecessary  follow-up 

Risk  of  false  negative 

Pain/Discomfort 

Cost 

Accuracy  of  Results 
Privacy  Respected 
Results  Understandable 
Risk  of  false  positive  result 
Results  available  quickly 


Appendix  B:  Focus  Group  Enrollment  Process 


Women's  Health  Project  (DOD) 

-  Random  sample  of  588  patients  aligned  to  52  physicians  identified  as  potentially  eligible  for 

focus  group  participatioin 

-  543  patients  with  physician  approval  were  mailed  introductory  letters 

- 18  refused  by  patient  phone  call  or  mail 
15  =  declined  by  mail 
1  =  call  (not  well  enough  to  attend) 

1  =  call  (no  transportation) 

1  =  call  (patient  deceased) 

-  Remaining  525  eligible  for  telephone  contact,  and  stratified  by  race  and  mammography  use 


Caucasian:  Yes  Mammogram 
n=289 

13  =  mail/call  refused 

115  =  TOTAL  calls  made 

16  =  refused 

71  =  no  contact  (left  message) 

1 3  =  unavailable  at  scheduled  time 

1  =  ineligible  (said  doesn't  have  cancer) 

2  =  ineligible  (HFHS  employees) 

12  =  AGREED  to  attend 

8  ATTENDED 

162  =  not  used 


African-American:  Yes  Mammogram 
n  =  141 

2  =  mail/call  refused 

40  =  TOTAL  calls  made 

2  =  refused 

3  =  non  working  number 

1  =  agreed/but  FG  filled 

2  =  unavailable  at  scheduled  time 
20  =  no  contact  (left  message) 

12  =  AGREED  to  attend 

9  ATTENDED 

99  =  not  used 


Caucasian:  No  Mammogram 
n  =  55 

2  =  mail/call  refused 

104  =  TOTAL  calls  made 

1 5  =  refused 

17  =  no  contact  (left  message) 

2  =  unavailable  at  scheduled  time 
1  =  ineligible  (said  she  had  regular  mammo) 
1  =  ineligible  (HFHS  employee) 

1  =  language  barrier 
4  =  non  working  number 
12  =  AGREED  to  attend 
6  ATTENDED 

0  =  not  used 


African-American:  No  Mammogram 
n  =  40 

1  =  mail/call  refused 

97  =  TOTAL  calls  made 

5  =  refused 

17  =  no  contact  (left  message) 

1  =  unavailabe  at  scheduled  time 
1  =  ineligible  (HFHS  employee) 

3  =  deceased 

12  =  AGREED  to  attend 

6  ATTENDED 

0  =  not  used 


Appendix  C:  Focus  Group  Guide 


Focus  Group  Questions  for  Survey  Development 

Facilitator:  SPEC  Associates 

Assistants: _ 

I.  WARM-UP  AND  EXPLANATION  (10  minutes) 

A.  Introduction 

1 .  Good  afternoon.  My  name  is _ .  I  work  with  a  company  called 

SPEC  Associates  that  conducts  focus  groups  on  behalf  of  organizations  like  Henry 
Ford  Health  System.  This  is _ and _ .  They  will  be  the  assistants  today. 

2.  Thanks  for  coming.  We  appreciate  you  taking  time  out  of  your  day  to  help  us.  As 
breast  cancer  survivors,  you  have  a  unique  and  exciting  opportunity  to  share  your 
thoughts  and  experiences  so  that  we  can  learn  about  how  to  improve  health  care  for 
women  in  the  future. 

3.  Your  presence  and  participation  are  important.  Your  thoughts  and  comments  about 
getting  a  mammogram  and  a  survey  we  are  developing  will  be  valuable  in  helping  to 
provide  future  information  on  breast  care  issues.  This  focus  group  will  be  a  two-part 
process:  there  will  first  be  open-ended  questions  and  then  there  will  be  a  discussion 
and  review  of  the  survey  you  received  when  you  signed  in  earlier. 

4.  We  feel  that  everyone’s  opinions  and  comments  are  important.  While  there  are  a  lot 
of  questions  to  cover  in  a  relatively  short  amount  of  time,  we  will  try  our  best  to  hear 
from  everyone.  Please  know  that  if  we  have  to  move  on  to  a  new  topic  it’s  not  that 
we  don’t  want  to  hear  what  you  have  to  say,  but  that  we  have  to  keep  moving  in  order 
to  cover  everything. 

B.  Purpose 

1 .  What  we  are  doing  here  today  is  called  a  focus  group.  It’s  a  discussion  to  find  out 
your  opinions  -  like  a  survey. 

2.  Iam  interested  in  all  of  your  ideas,  comments  and  suggestions. 

3.  Each  of  you  is  very  important  and  all  of  your  comments  -  both  positive  and  negative 
-  are  welcome. 

4.  There  are  no  right  or  wrong  answers. 

5.  Please  speak  up  -  even  if  you  disagree  with  someone  else  here.  It’s  important  that  I 
hear  what  each  of  you  thinks. 

C.  Procedure 

1 .  We  will  be  audiotaping  our  discussion.  Everything  you  say  is  important  to  us,  and  we 
want  to  make  sure  we  don’t  miss  any  comments.  Later  we’ll  go  through  all  of  your 
comments  and  use  them  to  prepare  a  report  on  our  discussion.  However,  all  of  your 
comments  are  confidential  and  will  be  used  only  for  research  purposes.  Nothing  you 


14 


X.  % 


say  will  be  connected  to  your  name.  Also,  if  any  questions  make  you  uncomfortable, 
feel  free  not  to  answer  them. 

2.  You  don’t  have  to  wait  for  me  to  call  on  you  but  please  speak  one  at  a  time,  so  the 
tape  recorder  can  pick  up  everything. 

3.  We  have  many  topics  to  discuss  so  I  may  change  the  subject  or  move  ahead.  Please 
stop  me  if  you  want  to  add  anything. 

D.  Self-Introductions  (Ice  Breaker) 

1 .  Please  tell  us  your  name  and  your  dream  vacation. 

II.  GENERAL  THOUGHTS  ABOUT  MAMMOGRAMS 
BARRIERS 


1.  What  do  you  think  are  the  most  important  reasons  why  a  woman  who  has 
survived  breast  cancer  may  choose  not  to  receive  a  mammogram? 

2a.  Are  there  things  that  a  doctor  could  tell  a  woman  who  has  survived  breast  cancer 
that  would  make  her  more  likely  to  get  a  mammogram? 

2b.  Are  there  things  that  a  doctor  could  tell  a  woman  who  has  survived  breast 
cancer  that  would  make  her  less  likely  to  get  a  mammogram? 

3a.  What  kinds  of  good  things  do  women  hear  from  family  members  or  friends 

about  getting  a  mammogram  once  they  have  been  diagnosed  with  breast  cancer? 

3b.  What  kinds  of  bad  things  do  women  hear  from  family  members  or  friends  about 
getting  a  mammogram  once  they  have  been  diagnosed  with  breast  cancer? 

4.  What  do  you  think  are  some  fears  breast  cancer  survivors  have  about  getting  a  mammogram 

once  they  have  been  diagnosed  with  breast  cancer? 

PROMS: 


What  do  you  think  would  be  some  things  that  would  keep  a  woman  from  getting 
a  mammogram,  even  if  she  wanted  to  get  one? 

Do  you  think  that  some  breast  cancer  survivors  don’t  get  a  mammogram  because 
they  are  afraid  to  think  about  cancer? 


Do  you  think  some  breast  cancer  survivors  don’t  get  a  mammogram  because  of 
the  discomfort  associated  with  a  mammogram?  the  embarrassment?  the  cost? 
the  inconvenience? 
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5a.  Are  there  people  in  a  breast  cancer  survivor’s  life  who  can  encourage  her  to  get  a 
mammogram?  Who  are  they  and  how  do  they  do  that? 

5b.  Are  there  people  in  a  breast  cancer  survivor’s  life  who  can  discourage  her  from  getting  a 
mammogram?  Who  are  they  and  how  do  they  do  that? 

6.  To  what  extent  do  you  think  fear  or  mistrust  of  the  medical  establishment  keep  breast  cancer 
survivors  from  getting  a  mammogram? 


MOTIVATIONAL  ITEMS 


1.  Are  there  things  that  you  think  would  help  motivate  breast  cancer  survivors  to  get  a 
mammogram? 

PROBE;  Are  there  other  things  that  might  motivate  a  breast  cancer  survivor  to  get  a 
mammogram? 

2.  What  do  you  think  messages  designed  to  encourage  breast  cancer  survivors  to  get  a  mammogram 
should  say? 

3.  Do  most  breast  cancer  survivors  think  that  the  results  of  a  mammogram  are  reliable? 

PROBE:  On  a  scale  of  1  to  10  (1  =  not  reliable,  10  =  very  reliable),  how  would  you  rate 
the  reliability  of  mammogram  results? 


HI.  SURVEY 

1 .  Please  look  at  the  first  page  of  the  survey. 

Are  the  instructions  on  how  to  complete  the  survey  clear? 

If  not,  which  words  would  you  use  to  give  instructions  for  completing  the  survey? 

2.  Now,  let’s  go  to  the  first  question. 

a.  Are  any  of  questions  1-4  unclear  to  you? 

If  so,  how  would  you  ask  these  questions? 

b.  How  comfortable  would  you  feel  in  answering  questions  1-4? 

c.  What  makes  you  feel  comfortable  or  uncomfortable  about  answering  these 
questions? 
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3.  Now,  let’s  look  at  the  section  called  “About  Your  Physician.” 

a.  Is  the  phrase  “Think  about  the  physician  that  you  usually  see  about  your  breast 
care”  clear  to  you? 

If  not,  which  word(s)  would  you  use  instead? 

b.  Are  any  of  the  questions  unclear? 

If  so,  how  would  you  ask  these  questions? 

4.  Now,  let’s  look  at  the  section  called  “Your  Opinions.” 

a.  Is  the  meaning  of  the  words  “Your  Opinions”  clear  to  you? 

If  not,  which  word(s)  would  you  use  instead? 

b.  Are  the  instructions  on  how  to  complete  questions  7  and  8  clear  to  you? 

If  not,  how  would  you  give  the  instructions? 

c.  Are  questions  7  and  8  unclear? 

If  so,  how  would  you  ask  these  questions? 

d.  How  comfortable  would  you  feel  about  answering  questions  7  and  8? 

e.  What  makes  you  feel  comfortable  or  uncomfortable  about  answering  these 
questions? 

5.  Now,  let’s  look  at  the  section  called  “Your  Preferences.” 

a.  Is  the  introduction  to  the  “Your  Preferences”  section  clear? 

If  not,  which  words  would  you  use  to  introduce  this  section? 

b.  Are  the  instructions  on  how  to  answer  this  section  clear  to  you? 

If  not,  how  would  you  give  the  instructions? 

c.  How  comfortable  would  you  feel  about  answering  questions  9  and  10? 

d.  What  makes  you  feel  comfortable  or  uncomfortable  about  answering  these  questions? 

e.  What  additional  questions  would  you  ask  about  opinions  regarding  mammograms? 

f.  How  hard  would  it  be  to  fill  out  this  section? 

If  you  think  it  would  be  hard,  what  would  make  this  question  easier  to  fill  out? 

g.  If  you  this  it  would  be  easy,  what  makes  it  easy  to  fill  out? 

h.  Are  there  features  that  should  be  on  or  off  the  list? 

If  so,  which  ones? 

i.  Let’s  look  at  the  work  “quickly”  in  9f.  What  does  quickly  mean  to  you? 
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j.  Let’s  look  at  “quickly”  again  in  9p.  What  does  quickly  mean  to  you  here? 

k.  Are  there  any  words  or  phrases  in  this  section  that  are  not  clear  to  you? 

If  so,  which  words  or  phrases  are  not  clear? 

6.  Let’s  turn  now  to  “Your  Background.” 

a.  How  do  you  feel  about  surveys  that  include  these  types  of  questions? 

b.  How  comfortable  or  uncomfortable  would  you  feel  about  answering  these  questions? 

c.  What  makes  you  feel  comfortable  or  uncomfortable  about  answering  these  questions? 

d.  Are  there  any  questions  that  should  be  omitted? 

If  so,  which  ones?  Why? 

7.  GENERAL  THOUGHTS  ABOUT  THE  SURVEY 

a.  What  makes  you  feel  comfortable  about  completing  the  survey? 

b.  Is  there  anything  that  would  make  you  feel  uncomfortable  about  completing  the 
survey? 

c.  How  does  the  layout  of  the  survey  look  to  you? 

d.  What  would  be  some  ways  to  improve  the  layout? 

e.  How  do  you  feel  about  the  survey  overall? 

f.  If  the  survey  were  mailed  to  your  home  with  a  self-addressed  postage-paid  envelope, 
do  you  think  you  would  complete  and  return  the  survey? 
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Appendix  D:  Focus  Group  Summary 
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Appendix  E:  Draft  of  Revised  Mailed  Survey 


WOMEN’S  HEALTH  AND  USE  OF  HEALTH  SERVICES 

INSTRUCTIONS:  This  survey  asks  you  for  your  views  about  your  health,  your  doctor,  and  getting  a 
mammogram.  Unless  otherwise  instructed,  please  indicate  the  item  that  bests  answers  the  questions  by 
filling  in  the  circle  next  to  the  item.  You  may  use  a  pen  or  pencil  to  complete  the  survey. 

ABOUT  YOUR  HEALTH 

1 .  In  general,  would  you  say  your  health  is:  _ Excellent 

_ Very  Good 

_ Good 

_ Fair 

_ Poor 

2.  Please  fill  in  the  answer  that  best  describes  whether  each  of  the  following  statements  is  true  or 
false  about  your  general  health. 

Select  one  answer  on  each  line. 


Definitely 

True 

Mostly 

True 

Not 

Sure 

Mostly 

False 

Definitely 

False 

a)  I  think  my  health  will  be  worse  in 
the  future  than  it  is  now. 

b)  In  the  future,  I  expect  to  have 
better  health  than  other  people  I 
know. 

c)  I  expect  to  have  a  very  healthy 
life. 

d)  I  expect  my  health  to  get  worse. 

e)  My  future  will  be  unhealthy. 

f)  Good  health  is  in  my  future. 

3.  During  the  past  month,  have  you  often  been  bothered  by  feeling  down,  depressed,  or  hopeless? 
YES  NO 


4.  During  the  past  month,  have  you  often  been  bothered  by  little  interest  or  pleasure  in  doing  things? 
YES  NO 
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ABOUT  YOUR  BREAST  CARE  DOCTOR 


5.  Think  about  your  doctor  that  you  see  most  often  for  your  breast  care. 


Always 

Usually 

Sometimes 

Never 

a)  Does  your  doctor  give  you  enough  time  to  explain  the 
reasons  for  your  visit? 

b)  When  you  ask  questions,  do  you  get  answers  that  are 
understandable? 

c)  Does  your  doctor  take  enough  time  to  answer  your 
questions? 

d)  Does  your  doctor  ask  you  about  how  your  family  or 
living  situation  might  affect  your  health? 

e)  Do  you  get  as  much  medical  information  as  you  want 
from  your  doctor? 

f)  When  you  see  your  doctor,  do  you  have  questions 
about  your  care  that  you  want  to  discuss  but  do  not? 

g)  Are  you  involved  in  decisions  about  your  care  as 
much  as  your  want? 

6.  Thinking  about  the  doctor  that  you  see  most  often  for  your  breast  care: 


b)  My  doctor  is  usually  considerate  of 
my  needs  and  puts  them  first. 


c)  I  trust  my  doctor  so  much  I  always  try 

to  follow  his/her  advice. _ 

d)  If  my  doctor  tells  me  something  is  so, 

then  it  must  be  true. _ 

e)  I  sometimes  distrust  my  doctor’s 
opinions  and  would  like  a  second  one. 

f)  I  trust  my  doctor’s  judgements  about 


my  medical  care. _ 

g)  I  feel  my  doctor  does  not  do 

everything  he/she  should  about  my 
medical  care. _ 

h)  I  trust  my  doctor  to  put  my  medical 
needs  above  all  other  considerations 
when  treating  my  medical  problems. 

i)  My  doctor  is  a  real  expert  in  taking 


care  of  medical  problems  like  mine. 
j)  I  trust  my  doctor  to  tell  me  if  a 


mistake  was  made  about  my  treatment. 
k)  I  sometimes  worry  that  my  doctor 
may  not  keep  the  information  we 
discuss  totally  private. _ 
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YOUR  PREFERENCES 


7.  Choosing  whether  or  not  to  get  a  mammogram  can  be  difficult.  Refer  to  the  list  of  exam 
features  in  Question  8  below  and  enter  only  ONE  LETTER  in  each  box. 

Of  the  features  listed  below  in  Question  8  that  are  “Important”  to  you,  which  TWO  are  the 
MOST  IMPORTANT  to  you  when  choosing  whether  or  not  to  get  a  mammogram? 

□  AND  Q 

Of  the  features  listed  below  in  Question  8  that  are  “Not  Very  Important”  to  you,  which  TWO  are 
the  LEAST  IMPORTANT  to  you  when  choosing  whether  or  not  to  get  a  mammogram? 

O  AND  O 

8.  Please  indicate  how  important  each  of  the  following  features  are  in  choosing  whether  or  not  to 


get  a  mammogram. 


Very 

Important 

Important 

Not  Very 
Important 

a)  Little  pain  or  discomfort  associated  with  the  test. 

b)  Clinic  staff  respect  my  privacy. 

c)  Clinic  staff  accurately  interpret  my  exam  results. 

d)  Ability  to  avoid  unnecessary  follow-up 

e)  Cost  of  the  exam 

f)  Clinic  staff  are  friendly 

g)  Waiting  time  at  the  mammogram  clinic. 

h)  Test  results  are  confidential. 

i)  Test  results  are  accurate. 

j)  Ease  of  scheduling  the  appointment. 

k)  Ability  to  get  an  appointment  that  fits  my 
schedule. 

1)  Ability  to  protect  my  health. 

m)  My  doctor  recommends  that  I  get  the  test. 

n)  Test  doesn’t  miss  a  cancer  that  is  there. 

o)  Little  risk  of  side  effects  from  the  test. 

p)  The  mammogram  clinic  is  close  to  my  home. 

q)  I  can  park  close  to  the  clinic  building. 

r)  Clinic  staff  are  able  to  answer  my  questions  in  an 
easy  and  understandable  way. 

s)  The  clinic  waiting  area  is  comfortable. 

t)  The  clinic  waiting  area  is  private. 

u)  The  test  results  are  available  quickly. 

v)  My  results  are  presented  in  a  way  that  is  easy  to 
understand. 

w)  My  worries  and  concerns  are  addressed  by  staff. 

x)  Clinic  staff  include  members  of  my  racial  and 
ethnic  background. 
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YOUR  BACKGROUND 

9.  Your  age:  _ <30 

_ 30-39 

_ 40-49 

_ 50-59 

_ 60-69 

_ 70  or  older 

10.  What  was  the  last  year  of  school  you  completed? 

_ Less  than  high  school 

_ High  school  graduate  or  GED 

_ Some  college  /  trade  /  technical  school 

_ College  graduate 

_ Post  college  graduate  education 

1 1 .  What  is  your  current  marital  status?  _ Married 

_ Living  with  a  partner 

_ Divorced 

_ Separated 

_ Widowed 

_ Never  married 

12.  Are  you  of  Hispanic  or  Latin  origin  or  descent?  _ Hispanic  or  Latino 

_ Not  Hispanic  or  Latino 


13.  Which  of  the  following  best  describes  your  racial  background? 

_ American  Indian  or  Alaskan  Native 

_ Asian 

_ Black  or  African  American 

_ Native  Hawaiian  or  Other  Pacific  Islander 

_ White  or  Caucasian 

14.  Are  you  currently  employed  at  a  job  for  pay? _ Yes 

No 


15.  Have  you  ever  been  diagnosed  with  breast  cancer?  _ Yes.  Please  go  to  Question  16. 

_ No.  Please  go  to  Question  17. 


16.  Have  you  ever  been  diagnosed  with  a  recurrence  of  breast  cancer? 

_ Yes.  STOP.  Thank  you  for 

completing  the  survey. 
_ No.  Please  go  to  Question  18. 
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SCREENING  AND  YOU 

17.  This  section  relates  to  mammography  (breast  cancer)  screening.  For  each  statement,  please 
indicate  what  you  think  by  marking  the  appropriate  circle.  Mark  only  one  circle  for  each 
statement. 


Strongly 

Disagree 

Mildly 

Disagree 

Mildly 

Agree 

Strongly 

Agree 

a)  I  believe  the  chance  that  I  might  develop  breast 
cancer  is  high. 

b)  My  close  friends  think  that  I  should  have  a 
mammogram. 

c)  I  think  that  compared  to  other  person  my  age,  I 
am  at  lower  risk  for  breast  cancer. 

d)  I  want  to  do  what  member  of  my  immediate 
family  think  I  should  do  about  mammogram 
screening. 

e)  I  believe  that  mammography  screening  can  help 
to  protect  my  health. 

f)  I  want  to  do  what  my  close  friends  think  I  should 
do  about  mammogram  screening. 

g)  I  believe  that  mammograms  are  an  effective  way 
to  find  breast  cancer  early. 

h)  Members  of  my  immediate  family  think  that  I 
should  get  a  mammogram. 

i)  I  believe  that  when  breast  cancer  is  found  early,  it 
can  be  cured. 

j)  My  doctor  thinks  that  I  should  get  a  mammogram. 

k)  I  want  to  do  what  my  doctor  thinks  I  should  do 
about  getting  a  mammogram. 

THANK  YOU  VERY  MUCH  FOR  COMPLETING  THIS  SURVEY. 
YOUR  ANSWERS  ARE  IMPORTANT  TO  US. 

PLEASE  MAIL  YOUR  COMPLETED  SURVEY  IN  THE  ENCLOSED 
SELF-ADDRESSED  ENVELOPE. 
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SCREENING  AND  YOU 

18.  This  section  relates  to  mammography  (breast  cancer)  screening.  For  each  statement,  please 
indicate  what  you  think  by  marking  the  appropriate  circle.  Mark  only  one  circle  for  each 
statement. 


Strongly 

Disagree 

Mildly 

Disagree 

Mildly 

Agree 

Strongly 

Agree 

1)  I  believe  the  chance  that  my  breast  cancer  might 
recur  is  high. 

m)  My  close  friends  think  that  I  should  have  a 
mammogram. 

n)  I  think  that  compared  to  other  person  my  age,  I 
am  at  lower  risk  for  breast  cancer. 

o)  I  want  to  do  what  member  of  my  immediate 
family  think  I  should  do  about  mammogram 
screening. 

p)  I  believe  that  mammography  screening  can  help 
to  protect  my  health. 

q)  I  want  to  do  what  my  close  friends  think  I  should 
do  about  mammogram  screening. 

r)  I  believe  that  mammograms  are  an  effective  way 
to  find  breast  cancer  early. 

s)  Members  of  my  immediate  family  think  that  I 
should  get  a  mammogram. 

t)  I  believe  that  when  breast  cancer  is  found  early,  it 
can  be  cured. 

u)  My  doctor  thinks  that  I  should  get  a  mammogram. 

v)  I  want  to  do  what  my  doctor  thinks  I  should  do 
about  getting  a  mammogram. 

THANK  YOU  VERY  MUCH  FOR  COMPLETING  THIS  SURVEY. 
YOUR  ANSWERS  ARE  IMPORTANT  TO  US. 

PLEASE  MAIL  YOUR  COMPLETED  SURVEY  IN  THE  ENCLOSED 
SELF-ADDRESSED  ENVELOPE. 
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Appendix  F:  Abstract  Submission 

Era  of  Hope  2002  Department  of  Defense  Breast  Cancer  Research  Program  Meeting 

Background:  Despite  general  consensus  that  breast  cancer  survivors  should  undergo 
annual  mammography,  findings  indicate  over  1  in  7  women  fail  to  receive  a  mammogram 
within  two  years  of  breast  cancer  treatment,  and  that  African  Americans  are  almost  half 
as  likely  to  participate  in  mammography  screening  as  Caucasians. 

Objectives:  To  develop  and  pilot  test  a  survey  instrument  to  understand  what  factors 
influence  a  breast  cancer  survivor’s  decision  to  receive  mammography  and  whether 
differences  exist  in  these  factors  by  patient  race. 

Methods:  Using  information  from  the  literature  and  four  focus  groups  (two  among 
African  American  and  two  among  Caucasian  breast  cancer  survivors),  we  are  developing 
a  mailed  patient  survey.  In  the  final  phase  of  the  study,  the  survey  is  being  mailed  to  a 
random  sample  of  100  African  American  and  Caucasian  breast  cancer  survivors.  Using 
logistic  regression,  results  from  the  survey  will  be  analyzed  to  identify  the  beliefs,  social 
influences,  and  preferences  for  mammography  screening  attributes,  controlling  for  patient 
socio-demographic  and  other  background  characteristics  (e.g.,  family  history  and 
comorbidities),  which  are  related  to  mammography  participation. 

Results:  Results  from  the  literature  review  have  led  to  the  development  of  a  conceptual 
model  of  mammography  use  among  breast  cancer  survivors.  This  model,  which  draws 
heavily  upon  both  the  health  behavior  and  economic  literature,  reflects  our  theorized 
importance  of  not  only  patient  beliefs  and  social  influences,  but  also  their  preferences  for 
different  mammography  screening  program  attributes  such  as  the  accuracy  of  the  test,  the 
privacy  of  results,  or  the  pain  associated  with  testing.  Definitive  results  from  the  focus 
groups  and  preliminary  results  from  the  mailed  survey  will  be  available  at  the  time  of 
presentation. 
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